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INDEPENDENT LIVING FUND TAKES AWAY 
ANY NEW YEAR 
CHEER 


In a move that is sure to concern thousands of disabled people, the 
Independent Living Fund has announced the introduction of severe cut- 
backs in the funding that it makes available for personal care support. 


Significant changes announced by the ILF include: 


. The amount per week that local authorities have to pay for personal 
care support before application can be made to the Independent 
Living Fund is to rise from £200 to £320 

- The ILF will only give funding from the time that an offer has been 
accepted 

‘ The ILF warn that they may not have the funds to respond to every 
valid application they will therefore give priority to disabled people 
working for more than 16 hours a week. 


Sue Bott, Director of National Centre for Independent Living (NCIL) says 
‘Lam appalled by this announcement which came in the week before 
Christmas presumably in the hope that no one would notice’. 


She further says ‘Over the years the availability of ILF funds has been cru- 
cial in enabling disabled people to enjoy independent living. | am alarmed 
about these measures which will make it very difficult for new applicants 
to the Fund. 


| fail to see how cash strapped local authorities are going to be able to 
cope. Inevitably eligibility criteria for support will be tightened still further 
locally to pay for these changes. 


This is likely to mean that many more people will go without any social 


care support at all. The problem for the ILF is the need to keep within 
budget. 
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NCIL has written to the 
Minister for Disabled People, 
Anne McGuire MP to give 
urgent consideration to this 
matter to ensure the ILF is 
adequately funded to meet 
the needs of disabled peo- 
ple across the country. 


The ILF have stated that 
disabled people in work will 
be their priority. NCIL would 
question the ethics of such 
action but in any case their 
actions are like to lead to 
the reverse of what they 
intend for disabled people 
seeking employment. If the 
local authority cannot meet 
the threshold of funding for 
application to the ILF then 
disabled people will not 
have their personal support 
needs met and will conse- 
quently be unable to seek 
employment. 


We are also concerned that existing recipients of ILF will come into the 
new rules if their circumstances change or their conditions deteriorate and 
they need to reapply. This is spreading real fear amongst disabled peo- 
ple. As one of our members put it, an Oliver Twist scenario is being cre- 


ated whereby you ask for more and lose everything. 


NCIL strongly objects to the way in which the ILF has reached its decision. 
Such changes were not part of the review last March, service users were 
not consulted, no attempt has been made to assess the likely impact on p> 
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> disabled people as required by the Disability discrimination act 2005 and, 
just to add insult to injury, the changes were slipped out just before 
Christmas, and to service users early in January 2008. 


In our view, the positive messages that the government has been giving in 
initiatives like the Putting People First concordat are completely under- 
mined by such action as the ILF has taken. For disabled people the gap 
between the rhetoric and the reality just got wider. 


| , Independent 
Living Funds 
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Once again we_ see_ the 
Government talks the talk of 
independent living and opportu- 
nities for disabled people but 
fails to ensure adequate 
resources are available’. 


SERVICES USERS IN HARROW WIN HICH 
COURT ACTION 


High Court finds that Council acted unlawfully and ignored rights of dis- 
abled people 


. Harrow Council forced to reconsider new policy withdrawing 
care services from 100s of residents 


In a key case about disability rights and the provision of community care 
services for 100s of people, a judge found a local council had acted 
unlawfully when introducing its new policy because it had breached its 
duties under the Disability Discrimination Act. 


The case, brought by the Public Law Project (PLP) on behalf of three serv- 
ice users in Harrow, was a challenge to Harrow Council’s decision in July 
2007 year to restrict the care services it currently provides to people with 
critical needs only, withdrawing care from those who had substantial needs. 
The latter category includes those whose independence is at substantial 
risk if their needs are not addressed, including those who have only partial 
choice and control over their immediate environment, an inability to carry 
out the majority of personal care or domestic routines or an inability to 
maintain the majority of social support systems and relationships. 


Local groups supporting the action included Mencap, Harrow Rethink Support 
Group, Mind, Harrow Association of Disabled People and Age Concern. All 
had grave concerns that such a restriction in care services would leave 100s 
of people in unacceptable situations, without essential care. 


In the High Court, Judge David Mackie QC held that the decision to intro- 
duce the new policy was unlawful as the Council had failed to meet its duties 
under the Disability Discrimination Act. He described how the Council had 
failed to have due regard to the need to eliminate discrimination against dis- 
abled people and to promote equality of opportunity: “there is no evidence 
that this legal duty and its implications were drawn to the attention of deci- 
sion-takers”. The Council will now have to reconsider the issue ensuring that 
they meet this fundamental duty and protect the rights of disabled people 
when deciding whether to go ahead with the new policy or not. 


A copy of the full judgment will be available on PLP’s 
website once it is received from the Court. 


2) 
www.publiclawproject.org.uk NCL 


SOCIAL CARE AS AN EQUALITY AND HUMAN 
RICHTS ISSUE 


edited speech by Jane Campbell - NCIL Board, 
Chair Disability Committee and Equality Human 
Rights Commission Commissioner (EHRC) 


Ivan Lewis, Minister for Care Services, is to be congratulated for his com- 
mitment to the personalisation agenda. His enthusiasm for this approach 
to social care delivery brings him closer to disabled people’s struggle for 
a public support system which gives us greater choice and control over 
Our lives. 


However it must not be forgotten that personalisation is something that 
disabled people and their allies have been pioneering and campaigning for 
the last 30 years. Indeed taking personal control over one's publicly fund- 
ed support began with a group of disabled people who lived in residential 
care in the 1970s. They wanted to experience choice and control in their 
lives. So they set up what was then called the SOC schemes. Self oper- 
ated care, a precursor to direct payments and later individualised budgets. 


Yes, the blueprint for what the Department of Health, various think tanks 
and not-for-profit organisations like In Control, talk about today, was 
devised by Paul Hunt, Philip Mason, Liz Briggs and John Evans. The first 
ever recipients of an individualised budget in 1979. 


This small group of people pioneered the shift of resources from residen- 
tial care to ordinary housing. But more importantly, they inspired increas- 
ing numbers of disabled people to reject services which created depend- 
ency and social exclusion, and demand the money to decide themselves 
how their needs for assistance should be met. 


This is how independent living snowballed and for a while everything 
looked rosy in the garden. People like me could access the right amount 
of support, not just to survive but live - live like my non disabled counter- 
parts. And people who required only a few hours support from low or medi- 
um eligibility bands, could access services and reconnect with work or 
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their local communities. But it was not to last in the way we envisaged. 
By the late 90s, this potentially transforming public service remained in the 
hands of professionals, whose main preoccupation became rationing ever 
scarcer resources. 


And therein lies the major problem which blocks the transformation of 
social care from a welfare safety net, to an empowering human rights, 
public support service. The discussion now is as if inadequate funding and 
co-payment (a trendy word for means testing) are inevitable. 


If disabled people cannot access services, unless they have the highest 
level of need, then all the empowering, transformed delivery in the world 
will not change the inequality they experience. 


Jane Campbell 


When we debate the future of adult social care, we are talking about 
people's human rights and equality, not just for the person requiring the » 
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> support, but for those with whom they share their lives. 


Currently, the overwhelming number of ‘carers’ are aged 40-65. The 
majority of who are women. The majority have given up work. Large num- 
bers live in poverty, suffer poor health and regret the loss of the relation- 
ship they once enjoyed with the person for whom they now care. When 
local authorities restrict their eligibility criteria, this is how it materialises. 


For too long we have approached social care intervention by simply 
assessing the individual and their care needs in order to minimise serious 
risk to the person or those who ‘care’ for them. But this approach com- 
bined with tightening eligibility criteria, no longer meets many people’s 
basic human rights. 


We have seen from CSCI State of Social Care report that access to serv- 
ices — through eligibility criteria — is being restricted. 73% of English local 
authorities are only responding to critical and substantial needs.13,000 
less older people received support in 2006 than in 2003 despite a 3% rise 
in people 75 years of age or older. 


In providing only for critical and substantial needs, many local authorities 
are almost certainly failing in their duties to 1. promote human rights to 
private and family life and 2. protect people from inhuman or degrading 
treatment. 


When we construct the future 
of social care human rights 
and equality must form the ! 
parameters of the service. 


Any other framework will fail 
to provide services and sup- 
port which enable people to 
maintain their own health, 
well-being and independ- 
ence. It will ultimately accel- 
erate the numbers of people 
whose needs become critical 
or substantial. The cost will 
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spiral and will not be offset by the few who meet the eligibility criteria and 
access individualised budgets and become economically active. 


Let me explain. It is a system whereby the state loses, the marketplace 
loses, the family’s life chances are curtailed, and the disabled person relin- 
quishes his citizenship. Yes, social care policy can cause that much 
damage. 

When disabled people developed independent living - peer support, infor- 
mation, advocacy and training were at the centre of the concept. 
Organisations of disabled people, in collaboration with all those engaged 
in the caring relationship, in my view, must be the critical mass at the heart 
of the personalisation agenda. 

So when we debate social care, what should we be talking about? 

. It’s about people living a productive and valued life 

‘ It’s about our relationships with one another. 

. It’s about our human rights 


: It’s about our health and well-being 


* And it’s about making the most effective and efficient use of scarce 
public resources. 


The current debates should be one debate, one question. 


How do we deliver a support system where people's human rights are 
enshrined and everyone's life chances equally valued and supported? 


The full text of this speech will be available on our website. 


POLICY CORNER 


Timing of adult care reform: expect delays! 


When the government first 
announced a reform green paper 
NCIL was informed there would 
be ‘intensive’ consultation. This is 
‘civil service-speak’ for ‘quick and 
dirty’. The green paper was 
expected early 2008, i.e. now 
after very short and basic consul- 
tation on the Department of 
Health’s pre-developed ideas. 


The language has since changed 
to 'extensive' consultation. The Government announced a review of how 
adult’s access services which will end in October 2008. Ivan Lewis, 
Minister for Care Services, has announced further public discussions will 
occur before any green paper opens formal consultation. The green paper 
is now unlikely to appear before very late 2008 or possibly early 2009. 


Whilst time to fully engage is welcomed by NCIL, the slower process 
seems to be a creeping acknowledgement of the level of attention on adult 
social care. Attention which is important to all political parties as we 
approach the 2009 general election. 


Adult services are relevant to core sections of the electorate: ‘grey’ and 
female voters are critical to electoral success. A greater proportion of older 
voters are more likely to have support needs and to turnout to vote. 
Additionally, the gender imbalance amongst the care workforce and infor- 
mal carers make it unsurprising that women voters prioritise care issues. 
A green paper and associated media coverage just before the 2009 elec- 
tion will make reform important throughout the election. 


The longer run-in for the green paper may be an indication that the 
Government recognises the impact care reform could have on voters. 
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NCIL also hopes it means attention will now move from simply ‘who pays’ 
to what we believe is a socially just settlement fit for 21st century Britain. 


The Government delivered a ‘Concordat’ or agreement called ‘Putting 
People First’ in December 2007 on adult care reform. This is an agree- 
ment between six Government Departments, the Local Government 
Association, the Association of Directors of Adult Social 


Services, the NHS, representatives of independent sector Commission 
for Sociol Core 


Page 10 providers, the Commission for Social Care Inspection 
Inspection (CSCI) and other partners — but notably not user- , 
led organisations. This contained a £520 million ‘Social (SOL 
Care Reform Grant’ to assist local authorities move towards eae 
more personalised adult social services. NCIL’s response to 
the Concordat is available on our website. 


Independent Living Bill update 


Whilst the Government delays its own legislation to reform adult care serv- 
ices, Lord Ashley’s Independent Living Bill — which would radically alter the 
care system — has been sped through its House of Lords stages. The Bill 
will now go straight to 3rd Reading on February 25th 2008 which it should 
pass again. However, the Government controls the parliamentary process 
after the Lords (who control their own timetable) and it is unlikely the Bill 
will get House of Commons time in the immediate future — despite being 
backed by Roger Berry MP. 


NCIL will keep the cam- 
paigns section of our 
ge website up to date with 
fy information on the Bill. 
In the meantime you 
ala can do your bit to back 


Phebe > |b ‘aa Bl the ei b making sure 
noe = =m | : aoe signet 
(EDM) 348. EDMs are 


used to show support for an issue in the Commons and EDM backs the 
Independent Living Bill. > 


NC LEE 


Independent 
Living 
Bill 
be te 


> Independent Living Strategy 


In 2005 the Government prom- 
ised to hold a taskforce to exam- 
ine how to deliver independent 
living. This was scaled down to a 
review which the Office for 
Disability Issues (part of the 
Department for Work and 
Pensions) is due to publish soon 
(early March 2008). NCIL have 
inputted to the review but we are 
not confident it will back the 
Independent Living Bill. NCIL 
hopes that the Government will 
acknowledge the __ significant 
reform required to deliver inde- By 
pendent living. It would be con- ‘ft \ 
tradictory for the Government to | | \ 
fail to acknowledge the need for | ‘a | \ 
legislation at the same time it is 
developing a green paper and future legislation to reform adult social care. 
NCIL will update our website as soon as the Strategy is published. 


_..- | 


\ 


For regular updates on NCIL involvement in debates on adult social care 
reform and to contribute to our input please visit www.ncil.org.uk or con- 
tact Neil Coyle, our Policy Officer, at policy @ncil.org.uk 


NEWS IN BRIEF 


Consultation on Developing a Comprehensive Blue Badge 
(Disabled Parking) Reform Strategy 


Closing date: 17 April 2008 Front ity iad ve 
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sos by, 


Summary: The Department for 
Transport is committed to pub- 
lishing a Comprehensive Blue 
Badge (Disabled Parking) 
Reform Strategy by Spring 2008. 
This consultation document is 
designed to seek public views in 
order to help inform this strategy. 
Hard copies of the consultation 
can be ordered from Capita 
Fulfilment Services on 0870 
1226 236. Product ISBN code is 
78CRNO2932. 


http://www.dft.gov.uk/consultations/open/bluebadgereformstrategy/ 


Starting in February 2008, Ines Bulic, the Coordinator of the European 
Coalition for Community Living (ECCL) is sharing the office with NCIL. 
ECCL is a European cross-disability initiative, based at the European 
Network on Independent Living (ENIL). ECCL seeks to promote quality 
community-based services for disabled people as an alternative to institu- 
tionalisation. 


To achieve this, ECCL collects and promotes good practice, monitors devel- 
opments in Europe and engages in advocacy activities at the European 
level. ECCL is a membership based organisation, with membership open to 
any organisation or individual committed to social inclusion of disabled peo- >» 
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> ple. More information about ECCL’s work is available on its website at 
www.community-living.info or by emailing coordinator@community-living.info. 


NCIL says goodbye to our Information Manager 


INCE L 


Wendy Gross left the organisation in 
the middle of February to work as a 
freelance consultant nearer her home. 
We very much appreciated Wendy’s 
hard work over the past year, editing 
‘Independently’, overseeing the intro- 
duction of our new website and man- 
aging our Information service with her 
expertise and warmth. Also her contri- 
bution as editor to the latest revision 
of our publication ‘Everything you 
need to know about direct payments’. 


We will miss her enormous energy and 
commitment to Independent Living 
and her sense of humour. 


EMPLOYERS INFORMATION 


Minimum holiday entitlements increased October Ist 2007 


These provisions now apply to all workers 
covered by the Working Time Regulations, 
including agency workers, in England, Scotland 
and Wales. This is enforced by Working Time 
(Amendment) SI 2007/ 2079 


The changes mean that the earlier four weeks' annu- 
al leave entitlement should be supplemented by an additional leave period of 


1.6 weeks, introduced in two stages, namely 


. an additional 0.8 weeks from 1 October 2007, and 
. a further 0.8 weeks from 1 April 2009. 


The resulting 5.6 weeks will be subject to an absolute maximum of 28 
days. This gives five-day workers an entitlement to 28 days paid leave in 
a year but limits the number of days leave for six-day workers to their cur- 
rent 24 days, plus an additional four days only. 


These are statutory minimum entitlements and do not prevent employers 
from providing greater contractual entitlement, as many already do. 


As all paid days of holiday count towards the statutory entitlement, includ- 
ing paid bank holidays; many employers are already providing at least 28 
days paid holiday to their five-day workers — the minimum entitlement from 
April 2009. 


Local Authorities should ensure that direct payment recipients receive the nec- 
essary funds to enable them to meet their legal obligations as an employer. 


Further information at: 
http://www.eu-working-directive.co.uk/news/2007/increasing-statutory-holi- 
day-pay.htm 

www.berr.gov.uk/employment/holidays/faq Telephone: 020 7 215 5000 
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DISABLED MOTHERS WANTED! 


Are you a disabled mother interested in telling your story? 


Tell Us About Your Strengths And 
Challenges 


. The views of disabled women are 
overlooked in family research. 
You can change that! 


. We want to interview disabled 
mothers about their experiences 
as mothers. 


: This project will involve a 1-11% 
hour interview, done in strict con- 
fidence 


For further information, please contact 
Dr. Claudia Malacrida 
claudia.malacrida@uleth.ca 


Dr. Malacrida is a faculty member and researcher in Sociology at the 
University of Lethbridge in Canada. She will be in Britain to do interviews 
in the Summer of 2008. 
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CAMPAICN ACAINST CHARCING SUCCESS 
IN SURREY 


NCIL is delighted to tell you that Surrey County Council is deferring any 
decision to change the Charging Policy. 


The Council has confirmed: 


* that the Council is deferring any decision to change the charging 
arrangements to await further advice from the Department of Health 
on proposals to change the charging arrangements more widely from 
April 2009 


‘ that the results of the consultation will not now be reported to the 
Executive on Feb 12th 2008 and that the item has been withdrawn 
from the agenda 


. that we will write to all the organisations that responded to the con- 
sultation advising them of our decision to defer any changes and not 
to present the report on Feb 12th 2008 


- that we will contact all existing service users in the normal way to 
conduct their annual review and we will advise them then that no 
change in the charging scheme is proposed for 2008/9 


. we will be in touch with at Surrey Coalition of Disabled People to dis- 
cuss the issues you have raised about the consultation process and 
to review what lessons we can learn in advance of the need to con- 
sult on changes emerging from the Department of Health advice that 
we anticipate receiving in the near future. 


Surrey Coalition says “We are pleased that the Council have acknowl- 
edged local disabled peoples concerns about the process followed dur- 
ing this recent consultation” The Council will involve partner organisations 
in the promised discussions (eg: Action for Carers, Age Concern Surrey, 
Royal Mencap etc). 


NCIL congratulates local disabled people in Surrey which yet again shows 
action speaks louder than words. , 
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USER-LED ORCANISATIONS 


User-led Organisations Development Fund (ULO)’s 2008 


The Department of Health has now decided which organisations will 
receive funding from the fund. 


ORGANISATION LOCAL AUTHORITY AREA 


Walsall Disability Action 
Living Options Devon 


Ealing Centre for 

Independent Living 

Essex Coalition of Cambridgeshire 
Disabled People 


Vision Sense Ltd South Tyneside 
Choices & Rights Disability 
Coalition 


NCIL Futurbuilders grant 


NCIL has now invited 11 organisations to be part of a Business 
Development group to support the development of a smaller number of 
organisations. This project will run until March 2009 to assist with business 
planning and in preparation to obtain future funding. We will announce the 
group membership shortly. 
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INDEPENDENCE - CHOICE - CONTROL - PARTICIPATION 


Everything 
You Need to 
Know About 


This book has been written to assist anyone who is thinking 
about, or is using, a direct payment. It has been largely based 
on an original publication called ‘Everything you need to 
know about getting and using direct payments’ first produced 
by NCIL nearly ten years ago. 


It has been updated and reviewed to reflect the current policy 
and practice and includes information about new initiatives. 


It is written with the intention of supplying information that you 
may need to know to help you make decisions and understand 
your rights in relation to direct payments. 


We have also included other information that you may find 
useful and that is connected in someway to direct payments 
and independent living. 


Prices per copy Over 10 copies 
NCIL Members £10.00 NCIL Members £9.00 
Non member £12.00 Non member £11.00 


Please return to: 


NCIL 


@ 
Ath Floor Hampton House 
NC/ cL 20 Albert Embankment 
London SE1 7TJ 


National Centre for info@ncil.org.uk 


Independent Living _ Tel: 020 7587 1663 
Fax: 020 7582 2469 


Date: 
Name: 
Address: 
Postcode: Tel.: 
E-Mail: 
Quantity _ Title Price Total 


INDEPENDENCE - CHOICE - CONTROL - PARTICIPATION 


PUBLICATIONS ORDER 


Total £: 
(includes P&P) 


Goods despatched For Office Use only 
on receipt of Dispatch 

payment date: 

If you enclose a Invoice 

cheque, please date 

make it payable to Invoice 

“NCIL’. Number: 


SUPPORT NCIL 


You can get involved and support NCIL by: 
Making a donation 

Sponsoring one of our activities 

Taking part in one of our campaigns 
Contributing to our newsletter 

Joining as a member 

Using our training services 

Contact us 

General information: info@ncil.org.uk 
Campaigning: policy@ncil.org.uk 

Training and consultancy: projects@ncil.org.uk 


Administration: office@ncil.org.uk 
Finance: finance@ncil.org.uk 


NCIL is a company limited 
by guarantee registration no. 4701388 


Charity no.1113427 
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We specialise in domestic payroll 
You specialise in how to run your life 
Together we can make independent living a reality 


rs 


For more information on our services, call Enable Payroll 
on 0845 226 2213 or email info@enable-payroll.co.uk 


www.enable-payroll.co.ul 


Fixed-fee all-inclusive specialist payroll service 
Unlimited advice & guidance 

Specialists in Direct Payments 

Free qualified employment law advice 


& 
Copy deadline next issue NC. iL 


WHEN YOU TAKE ON A DIRECT PAYMENT 
SCHEME you will most likely employ 
people yourself, rather than use an 
agency to do it for you. But becoming 

an employer for the first time can be a 
source of great concern. Without working 
knowledge of the tax system and current 
employment law, you are entering a 
potential minefield. 


WHY ENABLE PAYROLL? We are 
specialists in domestic payroll; we have 
over ten years experience in supporting 
domestic employers. We deal with a 
whole range of pay and employment- 
related issues on behalf of our of clients 
every day. It is our business to keep up to 
speed with all legislative changes so that 
you don't have to. 


WE SPECIALISE IN DIRECT PAYMENTS 
and we understand the challenges 

you face when you employ a personal 
assistant using Direct Payments. We give 
unlimited advice and guidance on all pay 
and employment related issues, there is 
no meter running when you use Enable 
Payroll 


OUR WEBSITE meets the WAI's AA 
compliance standards and our literature 
is suitable for most user groups. 


Don't let independent living turn into a 
full-time job, let us transform the hassle 
of being an employer into peace of mind! 


enable payroll” 


Payroll plus for independent living 


15th March 2008 


